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By Helga Roth 

How much the Federal government spends for disabled 
people, is a popular question. The inquirer who expects a 
definitive, global figure as a response will be disap- 
pointed, What he gets is a lengthy answer full of com- 
plexities and every figure quoted accompanied by a host 
of caveats on what it does and does not include 

There are many reasons for this information problem. An 
important one is that handicapped individuals are also of 
various ages, they can be poor or part of a minority 
group, they may be veterans or wear some other hat 
which makes them eligible for programs targeted towards 
any of these populations, How could money spent on en- 
titlements or on services to these groups be counted in 
the total figure for expenditures on disabled persons? 
Nobody has found a precise way without increasing the 
reporting burdens of state governments and program 
managers. 

Federal funds for the disabled fall into distinct categories: 

• support for programs whose primary mission is to as- 
sist handicapped individuals, i.e.. Handicapped Pre- 
school and School Programs; 

e income maintenance specifically for disabled individu- 
als, e.g , Social Security Disability Insurance; 

» support for programs which are legislatively mandated 
to spend a certain percentage of program funds for hand- 
icapped participants, e.g., the Head Start Program 
( 10 %); 

• income maintenance for groups which explicitly include 
the disabled population: Supplemental Security Income 
(for the aged and persons with disabilities); 

• support of programs which include services for handi- 
capped persons but do not single them out within the 
population served, e.g.. Child Welfare Services; 

• medical insurance programs benefiting the handi- 
capped among the eligible population, e.g., Medicaid. 

This rough categorization indicates another important 
distinction: categorical programs versus entitlement pro- 
grams. Money for categorical programs is authorized and 
appropriated by Congress according to laws which ex- 
press the will of the Congress to achieve certain goals in 
education, health, housing, and social services. Recipi- 
ents of these funds are states or local governments or 
public or private institutions and organizations. Funds 
disbursed for entitlement programs go to individuals who 
meet certain eligibility criteria. They can be for 
unrestricted use such as pensions for disabled workers 
or supplemental security Income or cover certain allowa- 
ble expenses such as hospital stays, medical tests, etc, 


It is also useful to distinguish among the ways money is 
dispensed for categorical programs: 

Formula Grants: Federal money is received by the states 
and administered according to broad Federal guidelines. 
The amount a state agency receives is determined by a 
complex formula that takes into account the size of the 
population to be served, the poverty level in the state and 
other considerations Examples in the handicapped field 
are “Handicapped Preschool and School Programs" 
which assist states in defraying the costs of educating 
disabled children in their public school systems, or the 
''Rehabilitation Services and Facilities— Basic Support 
Program" which helps states cover the costs of voca- 
tional rehabilitation services. States are required to file 
state plans showing that money will be used according to 
the federal regulations for the specific program 

Discretionary Grants Funds for discretionary grants are 
directly administered by Federal offices. Eligible appli- 
cants for these funds include government entities, non- 
profit organizations, institutions of higher learning and 
others. As a rule discretionary grants are used to support 
research, e g., Handicapped Research and Demonstra- 
tion; development of manpower, e,g., Rehabilitation 
Training and Demonstration; and demonstration pro- 
grams, e.g., Handicapped Early Childhood Assistance, 

Block Grants: The states receive funds under broad 
guidelines and much of the decision-making on using the 
money is left to the state agencies. An example is the 
Maternal and Child Health Block Grant which provides for 
health services to mothers and children. Crippled chil- 
dren services were merged into the block grant as were 
Comprehensive Hemophelia Diagnostic and Treatment 
Centers and Genetic Disease Testing and Counseling, 
States can now decide whether to provide these services 
and how much they will spend on them. 

After establishing the typology of Federal funding pat- 
terns, a closer look at the disability field is in order. The 
first group of programs described below are service pro- 
grams which for purposes of this, article include: educa- 
tion, employment, health, housing, social services and 
transportation. 

Education 

Programs which focus specifically on the education of 
handicapped children, youth and adults add up to 
$1,305,535,000 for Fiscal Year 1984 and include the ba- 
sic Federal aid to states which is a formula grant to assist 
with expenses to educate their disabled student popula- 
tion and eight smaller discretionary grants for personnel 
preparation, early childhood education, and deaf-blind 
centers, to name a few. This education outlay is supple- 
mented by the ten percent that vocational education pro- 
grams and the Head Start programs are mandated to 
spend for handicapped individuals, and also by funds for 
special services to disadvantaged students. Many young 
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handicapped people qualify for these special services be- 
cause of their low-income status 

Employment/Vocational Training 

Employment/vocationat training of handicapped people 
was allocated $1,254,784,000 for Fiscal Year 1984, The 
largest percentage was designated to the formula grant 
that helps support vocational rehabilitation services in the 
states, The Veterans Administration spends another 
$130,852,000 to provide vocational rehabilitation for dis- 
abled veterans. Discretionary grants are available for 
manpower training in rehabilitation and for special pro- 
grams for handicapped American Indians, disabled mi- 
grant workers, programs with industry and others, An un- 
known share of some $700,000,000 that supports the 
employment services of the Labor Department in all 
states is spent on assistance for handicapped job seek- 
ers, who by law are entitled to special help in the employ- 
ment security offices across the nation. 

Health 

Most health services are block granted and therefore ex- 
penditures for disabled people cannot be readily aggre- 
gated on the Federal level. Funds from the Maternal and 
Child Health (MCH) Block Grant can be used for Crippled 
Children Services which has a long history and tradition. 
Comprehensive Hemophelia Diagnostic and Treatment 
Centers and Genetic Disease and Counseling Programs 
are also covered by the MCH Block Grant. 

Services for mentally handicapped individuals are pro- 
vided under the Alcohol and Drug Abuse and Mental 
Health Services Block Grant. The Preventive Health and 
Health Services Block Grant includes money for home 
health services, hypertension programs and health edu- 
cation, among other programs. The Primary Care Block 
•'ssists states in delivering services through com- 
aalth centers. 

rans Administration spends a sizeable sum on 
hospitalization and outpatient care, domiciliary 
.rsing home care which benefit both disabled and 
j|y III veterans. In addition $86,862,000 are ear- 
ked for veterans’ prosthetic appliances. 

far the largest number of health dollars are disbursed 
trough Medicare and Medicaid, discussed below under 
Entitlement Programs." 

Housing 

In the housing field the picture Is very different. The Vet- 
erans Administration administers two programs which ex- 
clusively serve handicapped Individuals: one provides di- 
rect payments to eligible veterans for adapting housing 
and the other is a loan program for eligible disabled vet- 
erans to buy a home. 

The Department of Housing and Urban Development ad- 
ministers a program called "Housing for the Elderly and 
Handicapped" which provides loans to private nonprofit 
organizations or consumer cooperatives to finance con- 
struction or rehabilitation of rented dwellings for the eld- 
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erly and disabled population. Another very small piogram 
makes money available for congregate housing services 
which include meal services and other nonmedical serv- 
ices necessary to prevent institutionalization. These four 
programs add up to $494,750,000 for Fiscal Year 1984, 
but this amount is not the total spent for housing for the 
disabled Both the Farmer’s Home Administration and the 
Department of Housing and Urban Development have a 
variety of programs to assist low income people, and 
since many handicapped persons are in this category 
they may be eligible for loans, mortgage insurance, inter- 
est reduction and other programs. The handicapped com- 
munity in a city which applies for Community Develop- 
ment Block Grant funds can also benefit because 
construction, rehabilitation of and site acquisition for cen- 
ters for the handicapped are allowable expenses. This 
will not happen, however, unless the handicapped com- 
munity participates in the design of the program and such 
a handicapped center becomes part of the whole 
package. 

Social Services 

The services discussed under this category provide a mix 
of services and therefore could also be considered health 
or employment related. The Developmental Disabilities 
programs, Independent Living Centers and Books for the 
Blind and Physically Handicapped are included. Funds 
amount to $117,101,000. 

The largest portion of funding for social services comes 
from Title XX, the Social Services Block Grant program. 
States can decide, within guidelines, how much they 
want to spend on services for their handicapped popula- 
tions. Some report to the Federal administering office on 
how much they spend, others do not, making it impossi- 
ble to aggregate expenditures on the Federal level. There 
are a number of other social services which include 
handicapped beneficiaries such as child welfare services, 
child adoption assistance, or weatherization assistance. 

Transportation 

There is one program in the transportation area that 
serves disabled people exclusively. It is administered by 
the Veterans Administration and provides money for dis- 
abled veterans to adapt their vehicles. In 1984 the VA will 
spend an estimated $14,284,000 for this program. 

In the Urban Mass Transportation Administration 
(UMTA), U.S. Department of Transportation, under the 
Capital Improvement Grants Program, about 
$25,000,000 are earmarked annually to go to private 
nonprofit organizations for the purpose of providing 
transportation to the elderly and handicapped. These 
funds can only be used for the purchase of special vehi- 
cles, not for operation of a transportation program. 

(t is impossible to provide a global figure of what mass 
transportation sysems bulft with Federal money have 
spent on making these systems accessible or providing 
alternative services for handicapped people. However, 
the Department of Transportation has published a notice 
of proposed rulemaking In the September 8, 1983 Fed- 
eral Register which Includes a cost cap of what local pub- 


lie transportation systems would be required to spend: 
7.1 percent of the recipient's UMTA assistance or 3 per- 
cent of the total operating budget The finai word on 
which of the two fiscal arrangements will prevail is not in, 
but some services for handicapped individuals will be re- 
quired of all UMTA recipients, 


Social Services, FY 1983 


Education 

Employment/Vocational Training 
Health 

Housing (includes elderly 
nondisabled) 

Social Services 
Transportation 


$1,262,010,000 

1,190,124,000 

84.735.000 

655.425.000 

112.999.000 

38.630.000 


Special Institutions 

We would be remiss if we did not mention Federal fund- 
ing for special institutions in the disability field The 
American Printing House for the Blind receives 
$5,000,000; $26,300,000 are earmarked for the National 
Technical Institute for the Deaf, which provides two to 
three year technical education to deaf and severely hear- 
ing impaired students; and $52,000,000 support 
Gallaudet College, a unique institution which provides 
higher education for deaf students and operates a Model 
Secondary School for the Deaf and the Kendall Demon- 
stration Elementary School for the Deaf, The Helen Keller 
Center for the Deaf-Blind is supported with $3,700,000. 


Income Maintenance and Insurance 


$3,343,923,000 

Note: The figures used in the above table are for Fiscal 
Year 1983, making it comparable to the table for income 
maintenance for which only 1983 figures were available 
However, In the text, figures for Fiscal Year 1984 were 
used. 


Research 

The research field Is one of the most difficult areas in 
which to decide what to Include or exclude to arrive at a 
total expenditure figure. Research relevant to the disabil- 
ity field goes on In about 32 Federal agencies. Four of 
these have sizeable programs: the National Institute of 
Handicapped Research (NIHR), (all research is in the 
disability field); Special Education Programs (SEP), (re- 
search on Improvement of education of handicapped chil- 
dren and youth); the National Institutes of Health (re- 
search to find the cause and cure of diseases and 
disabling conditions); and the Veterans Administration 
(medical research conducted intramurally in VA medical 
centers and clinics). In other agencies such as the Labor 
Department, the Transportation Department, the Social 
Security Administration, the National Science Founda- 
tion, etc., smaller research programs are funded which 
are appropriate to the agency’s mission with an aspect 
relevant to the disability field. 

Research programs cannot be separated into neat cate- 
gories. Basic research on nerve cells may lead to tomor- 
row’s breakthrough for treatment of paraplegia. To under- 
stand the cause of a disabling condition may be the 
important step towards prevention. Scientists may focus 
on cures, on amelioration, or on maintenance of a pa- 
tient. Any total expenditure figure for these activities 
would bo arbitrary at best. 

The National Institute of Handicapped Research (NIHR) 
made an effort to gather figures on research revolving 
around rehabilitation of disabled persons. According to 
reports of 27 Federal agencies, they spent a total of 
$198,369,000 on rehabilitation related research in 1983. 
This figure includes $28,000,000 expended by NIHR, 
$2,000,000 by the Rehabilitation Services Administration, 
and $12,000,000 by Special Education Programs. 


The megabucks — a reported $70 billion in 1980— which 
are sometimes cited as expenditures in the disability 
field, ^ are not found in the service programs but in in- 
come maintenance/health insurance outlays. Beneficia- 
ries of Social Security Disability Insurance (SSDI) are 
disabled workers under 65, dependent children under 
age 18, wives with dependent children, a dependent 
spouse age 62 and over, adults disabled before age 22 
who are dependent sons or daughters of entitled or in- 
sured disabled workers, disabled widows or widowers, 
and disabled divorced wives. Eligibility requirements in- 
clude that the insured person must have sufficient quar- 
ters of coverage (have worked long enough to become 
eligible). At the close of FY 1981, 2,800,000 disabled 
workers, spouses and children received SSDI benefits. 
Costs of the SSDI program for FY 1983 are estimated at 
$17,594,000,000. 

The Social Security Administration also pays benefits to 
coal miners who have become disabled due to "black 
lung" disease and their dependents and survivors. The 
estimate for FY 1983 for this program Is $1,077,000,000. 

Another important income maintenance program for dis- 
abled persons is the Supplemental Security Income pro- 
gram, popularly known as “SSI." 

These benefits go to persons aged 65 and over and to 
blind and disabled people whose income and resources 
are below a specified level. The share received by dis- 
abled and blind persons in FY 1983 was $6,500,000,000. 
SSI recipients are also eligible for Medicare coverage. 

The Labor Department provides compensation for disa- 
bility or death of longshoremen and harbor workers and 
coal miners disabled by black lung disease and their de- 
pendents. The costs of these programs for FY 1983 are 
estimated at $4,000,000 and $446,563,000 respectively. 

The Veterans Administration paid pensions to veterans 
for nonservice-connected disability amounting to 
$2,522,552,000 in FY 1983, and compensated veterans 
with service-connected disabilities with an estimated 
$8,030,434,000. The Railroad Retirement Board spent 
$665,000,000 on disabled railroad workers during FY 
1983. 
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The total outlay to provide a base income, compensation 
for disability and pensions to disabled persons amount to 
$36,039,549,000. Welfare programs which are adminis- 
tered by the states with financial assistance from the 
Federal government are another source of income for eli- 
gible disabled persons. The health needs of disabled 
people under a certain income level are met by both 
Medicare and Medicaid payments. Estimates of how 
much of these two programs goes to the handicapped 
population vary widely, The Health Care Financing Ad- 
ministration suggests that 50 percent of Medicaid and 12 
percent of Medicare can be allocated appropriately to the 
disabled population.^ 

The importance of Medicaid funds in the disability field 
cannot be overestimated. An unpublished report pre- 
pared in 1981 by the Department of Health and Human 
Services, Office of Service Delivery Assessment, Region 
II, states that public spending for mentally retarded per- 
sons was estimated at $11.7 billion of which the Federal 
portion was $5.4 billion. Half of public funds was spent on 
residential care, $0.7 billion on community residences 
and $1,1 billion on care in other long-term care facilities 
such as nursing homes and mental health Institutions 
Medicaid dollars became available in 1972 when Con- 
gress extended Medicaid coverage to include Intermedi- 
ate Care Facilities for the Mentally Retarded. 


Income Maintenance, Fiscal Year 1983 


Social Security Benefits for dis- 
abled coal miners 

Social Security Disability Insur- 
ance (SSDI) 

Social Security Supplemental 
Security Income (SSI) for dis- 
abled including blind persons 

Labor Department, Longshore- 
men’s and Harbor Workers 
Compensation 

Labor Department, Coal Miners 
Compensation 

Veterans Administration, Pen- 
sion for Nonservice- 
connected Disability for veter- 
ans 

Veterans Administration, Veter- 
ans Compensation for 
Service-connected Disability 

Railroad Retirement Board, 
compensation for disabled 
railroad workers 


$ 1,077,000,000 

17.584.000. 000 

6.500.000. 000* 

4,000.000 

446,563,000 

2.522.552.000 

8.030.434.000 

665,000,000* 

$36,839,549,000 


‘Information received from program office. 


Conclusion 

To sum up and characterize Federal help for disabled 
persons, the Federal government makes it its business 
to: 


0 help educate handicapped children: 

» provide health services through targeted programs 
such as crippled children’s services, developmental disa- 
bilities programs, or by paying for the costs for the Indi- 
gent and medically needy disabled population; 

® offer rehabilitation services for disabled workers; 

® enable nonprofit sponsors to build housing for disabled 
persons through loan arrangements; 

® make books available to the blind and physically 
handicapped; 

0 funnel Title XX money to the states to pay for a variety 
of social services; 

» encourage Mass Transit Transportation Systems to 
spend funds on services to handicapped citizens; 

® fund basic and applied research to prevent, cure, or 
ameliorate disabling conditions and on technologies to 
compensate for impairments: 

® provide an income floor for disabled persons who have 
never worked through SSI and welfare payments; 

• support disabled workers and veterans through SSDI 
payments and pensions; 

0 pay for institutional and residential care through 
Medicaid and Medicare funds; 

® fund special institutions of national significance such as 
Gallaudet College, the National Technical Institute for the 
Deaf, the Helen Keller Center for the Deaf-Blind and the 
American Printing House for the Blind. 

More than a score of Federal agencies are involved with 
the handicapped, but the largest clusters of programs 
and the largest amounts of money disbursed are In the 
Departments of Health and Human Services, Education, 
and the Veterans Administration. As a rule of thumb, 
funds for services go mostly to the states in the form of 
formula grants, block grants and categorical program 
monies. Federal agencies administer funds for manpower 
development and training, and research and demonstra- 
tion programs. Income support and insurance monies go 
directly from the Federal agency to Individuals. A certain 
amount of money Is spent on contracts rather than on 
grants, and contracts are announced in the Commerce 
Business Daily, Grant application announcements are 
published in the Federal Register. 

The flow of Federal money In the disability field Is not too 
difficult to track. But at the state level the Federal rivers 
branch out Into many streams and rivulets and Federal 
money co-mingles with state provided funds. Only a 
study of individual state budgets and funding could pro- 
vide us with insights of how much the nation spends In 
the disability field. 


Most of the figures quoted In the above article were taken from 
the Catalog of Federal Domestic Assistance for 1 983 (Includ- 
ing updates) published by the Office of Management and 
Budget and available by subscription from the Superintendent 
of Documents, U.S, Government Printing Office, Washington, 
DC 20402, The cost for the Catalog and the updates is $32 per 
year Sources for the 1984 figures were the appropriation laws 
or information directly from program offices. 

WIsablllty and Work; the Economics of American Policy. 
Richard Burkhauser and Robert H, Haveman, The Johns 
Hopkins University Press, Baltimore, MD 21218, 1982, 
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FEDERAL DOLLAR SUPPORT FOR THE HANDICAPPED 

Service and Income Maintenance Programs 
Fiscal Year 1983 


In Millions of Dollars 


Education — 1262 


Emp/Voc Training-"“1190 

Health-85 HDUSing)^-B55 



If" 9 n s p 0 r t a t i 0 n —39 
Social Services — 113 


SmVICE PfmRAMS 


SSDI— 17. 584 


Labor-Coal Miners — 448 


VA-Non-Serv ice— 2523 



SS-Coal Miners— 1077 
RRB-Rail Workers)^^^— 655 


VA-Service — 8030 


SSI-Disabled/Blind^)(— 8500 

Labor-Longsh/Harbor— 4 


mcm MAINTENANCE PROGRAH^ 

^Includes Elderly Non-Disabled, 

xyin format ion obtained from program office. 
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(Excerpts from remarks made by Dr, Douglas 
Fenderson, Director of the Institute of Handicapped fle- 
search at Tufts University, Boston, Massachusetts.) 

On February 24th, the National Institute of Handicapped 
Research (NIHR), in collaboration with the Private Sector 
Initiatives Office of the White House, hosted a consulta- 
tive meeting between representatives of several of the 
largest computer manufacturers and government leaders 
in the disability and rehabilitation-related fields. The pur- 
pose of the meeting was to seek the assistance of com- 
puter manufacturers In solving— in the design 
stage — serious problems of computer access for dis- 
abied persons.^ As you know, this technology is having a 
pervasive and profound impact on learning, vocations, 
personal development and leisure. It goes without saying 
that this information revolution is both a threat and a 
promise for disabled persons. 

Alice Loomer, Ph.D., author of "Hanging onto the Coat- 
tails of Science," says, "Modern technology is capable of 
making the blind almost as if they could see, the deaf as 
if they could hear, and us (she uses a wheelchair) as if 
we could walk ... but the gap between what is possible 
and what is likely will continue ...” Specifically, persons 
with severe sensorial and physical limitations may need 
special transportable interface devices (Vanderhelden at 
the Trace Rehabilitation Engineering Center at the Uni- 
versity of Wisconsin calls them "emulators"). Computers 
may not have redundant and auxiliary input ports to allow 
these special devices to be plugged in without costly 
adaptation. Similarly, alternative output modes for these 
groups may be required, and if not anticipated at the time 
of design may make the devices inaccessible for disabled 
persons. The cost of these "reasonable accommoda- 
tions" at the time of design and manufacture is small, 
but, like the curb-cut, expensive to put in after the side- 
walk Is laid. 

The presentations to Industry also affirmed the potential 
for nondlsabled use (and market advantage) for such fea- 
tures of redundancy. Again, using the curb-cut example, 
Vanderhelden notes that perhaps a hundred bicycles, 
strollers, and pushcarts use curb-cuts for every 
wheelchair. 

Another problem identified at the White House meeting is 
with computer operating systems and software. Partici- 
pants in the meeting concluded that: (a) clearer definition 
of interface devices was required; (b) that operating sys- 
tems and software access problems were greater than 
hardware problems; and (c) representatives of the com- 
puter firms would work with NIHR, the National Aeronaut- 
ics and Space Administration, the Veterans Administra- 
tion, and other public and private sector groups to 
attempt "optimizing" solutions to these problems. 


The role of technology in this optimizing process is excit- 
ing. Last week, for example, I met with an electrical engi- 
neer and research physiologist from Belgrade, 
Yugoslavia. Their group (and a sister laboratory in 
Ljubljana supported by NIHR) are the pioneers in the use 
of functional electrical stimulation This work was given 
prominent public coverage by Petrofski at Wright State 
University (the principal investigator was Dr. Dejan 
Popovic and Dr. Rajko Tomovic was co-investigator). 
Three NiHR-funded rehabilitation engineering laborato- 
ries since 1972 have been conducting controlled studies 
on the potential for clinical application of these methods 
and one of the Centers has now produced an important 
commercial product, the scolitron, which is gaining criti- 
cal acceptance as an alternative to bracing or surgery for 
some cases of adolescent scoliosis. 

Popovic and Tomovic are making exciting refinements in 
control technology. By looking at the specific reflex arcs 
associated with foot, knee and hip, they show that ex- 
tremely small micro controls at each site, articulated with 
the others, can achieve function in disabled limbs and ob- 
viate the need for large, clumsy computerized apparatus 
which now attempts complex sequential stimulation and 
control of muscles for the entire process of ambulation 
and other functions. 

A recent report by the Office of Technology Assessment 
of the Congress of the United Slates, entitled "Technol- 
ogy and Handicapped People”® raises the serious issues 
of cost of technology, commercial viability of many appar- 
ently good ideas, fiscal disincentives for commercializa- 
tion and the lack of adequate distribution, information, 
and third party payment for adaptive devices. The au- 
thors note, for example, that a surgically implanted hip 
prosthesis Is readily accepted as medically important, but 
a wheelchair or other adaptive device which restores or 
sustains function may be seen as peripheral and of less 
Importance, and therefore, nonreimbursable. 

I want to take this opportunity as well to highlight some 
additional barriers to "optimizing" human function 
through rehabilitation technology, and suggest possible 
future directions. In a provocative article, "Rehabilitation 
Engineering: The User's Perspective,” Joe Bryant reports 
his survey of users of rehabilitation technology.^ His re- 
port is not favorable. He says most disabled persons 
have never met a rehabilitation engineer. Their Impres- 
sion is that they and their solutions are out of touch with 
disabled persons, too expensive, not tailored to user 
needs, and not tested adequately. In a word, they 
say— the engineers are not listening to the real experts, 
disabled persons themselves. Bryant notes that the 
greater the need for adapted technology, the greater the 
dissatisfaction. He also notes that many disabled per- 
sons receive help in designing and constructing such de- 




vices from friends and relatives — tinkerers in basements 
and garage shops— who are accessible, responsive to 
specific needs, and cheap. Some would like to see a 
“plan*service,’’ perhaps similar in concept to the service 
of Popular Science magazine which sells plans for do-it- 
yourself projects for boats, garages, etc. An Australian 
bioengineer, Mr. E.R. Scull, visited each of our then sev- 
enteen rehabilitation technology centers in the fall of 
1982 From his perspective, we have it upside down. 

Scull was searching for ideas to help him develop a 
bottom-up approach to rehabilitation technology, based 
on a public distribution system for adaptive devices. 
Technicians are more prominent than engineers for modi- 
fying devices to individual requirements. Engineers were 
seen in his country as consultants — a kind of "court of 
last resort” to solve only the most complex problems. 

Although Scull was enthusiastic about the concept of our 
centers— requiring as they do a collaborative approach 
between engineers, physicians and other rehabilitation 
professionals, he finds, in practice, that the team is often 
a fiction. Doctors do doctoring and engineers do engi- 
neering; it is difficult to achieve a sustained interaction. 
He was aiso critical of the distance between rehabilitation 
engineers and the objects of their labors — disabled indi- 
viduals. Scull says that at least for Australia, the clinical 
base of technology application is primary Engineering is 
an important derivative. We also believe this to be true 
and are looking for ways to improve or enhance our pro- 
grams In this respect. 

The Scull report and the OTA report are sufficiently con- 
sonant as to suggest a shift in emphasis in technology for 
the disabled. In one NIHR-sponsored study of the use of 
engineering consultation in vocational rehabilitation, 
some two-thirds of a group of "non-feasible” clients 


achieved vocational outcomes through such consultation. 
But to capitalize on this potential in the service of our dis- 
abled citizens, several questions are posed; 

9 Can counselors, physicians and other rehabilitation 
workers be trained to use rehabilitation engineering con- 
sultation, much as we use medical consultation in reha- 
bilitation now? 

9 How can effective collaboration of engineers, physi- 
cians and support personnel be assured and sustained? 
0 How can we "tune in" to the world of reality of the dis- 
abled persons we seek to assist? 

9 What can we do to empower handicapped persons to 
more efficiently solve their low-technology 
problems— shall we give them the plans? 

• How can government resolve the disincentives problem 
to commercializing rehabilitation technology? 

The rehabilitation process Incorporates and transcends 
technology. It is, in non-euclidian terms, greater than the 
sum of parts. In rehabilitation we have to follow the great 
leaders in this field who perceive dimensions of human 
potential that have fired the imagination of rehabilitation 
workers and disabled individuals as they seek optimizing 
alternatives for their lives. 


'A new book by Frank Bowe entitled Personal Computers and 
Special Needs will be available In mid-summer from the pub- 
lisher, Sybex, 2334 Sixth Street, Berkeley, CA 94710, (415) 
848-8233. 

^Technology and Handicapped People, by the Office of Tech- 
nology Assessment, Congress of the United States, is avail- 
able af $7.50 from the Superintendent of Documents, U.S , 
Government Printing Office, Washington, DC 20402, Stock No. 
052-003-00874-2. 

3" Rehabilitation Engineering; The User’s Perspective," an aril- 
cle by Joe Bryant, was published in Engineering In Medicine 
and Biology, December 1982. 
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nda for Change 


A Natonal Study Group on State Medicaid Strategies was 
formed in the fall of 1982 to analyze the problems of 
Medicaid, a system under rising pressure to reduce costs 
at a time when health care service needs are increasing, 
The Center for the Study of Social Policy, a nonprofit pol- 
icy research organization in Washington, D.C., received 
support for the Study Group through a grant from the 
Robert Wood Johnson Foundation. 

The Study Group was composed of nine state Medicaid, 
Public Health, and Human Service administrators, and it 
went beyond a diagnosis of the ills of the system and de- 
veloped strategies that would not only control Medicaid 
costs but increase the access to the quality of health 
services to poor people including many disabled and 
mentally retarded individuals. 

Since its enactment in 1965 the federal-state Medicaid 
program has grown at an astonishing pace. In 1969 the 
program assisted 12.1 million people at a cost of $4.4 bil- 
lion in federal and state payments. By 1982, there were 
22 million recipients and the cost had soared to $29.9 
billion. 

At present Medicaid is not a single unified program, nor 
even 54 uniform state and territorial programs, but a col- 
lection of programs in each state Incorporating multiple 
objectives, target populations and services. The three 
major populations now served by Medicaid include: 

® Poor families and children who qualify on the basis of 
Aid for Families with Dependent Children (AFDC) criteria; 

• Elderly or other functionally Impaired Individuals in 
need of long term care, primarily residents of skilled and 
intermediate care nursing facilities; 

• Mentally retarded and other developmentally disabled 
persons, most of whom reside in Intermediate Care Facil- 
ities for the Mentally Retarded (ICF-MR), institutions and 
community facilities. 

SIxty-sIx percent of Medicaid recipients— some 15 million 
peopla-—are eligible through AFDC criteria. The aged 
and disabled Including mentally retarded persons-— some 
6.3 million people— are eligible as Supplemental Security 
Income (SSI) recipients. Although this group constitutes 
only 27% of the Medicaid caseload, it accounts for 72% 
of expenditures. In 1982 institutional costs for IGF and 
ICF-MR and Skilled Nursing Facilities accounted for 46% 
of the total Medicaid payments, 

The Study Group found that the objective of meeting the 
health care needs of poor families has suffered because 
new federal and state Medicaid dollars have been used 
largely to meet the rapidly escalating costs of institutional 
care and that the Medicaid financing system has encour- 
aged expansion of expensive institutional care at the ex- 
pense of other services such as in-home supports, per- 
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sonal care and coordination with other human resource 
programs. 

The first and foremost recommendation of the Study 
Group is to separate primary acute health care from the 
long-term care for the disabled including mentally re- 
tarded and aged and restructure Medicaid into two sepa- 
rate systems of care: 

• a federally financed and administered National Pri- 
mary Health Care Program for all low income 
individuals: 

• a state administered Continuing Care System which 
would provide a full range of health and social long term 
care services to dependent Individuals with demonstrated 
functional impairments. 

The federally financed and administered National Pri- 
mary Health Care Program would, among other features, 
establish a national eligibility standard replacing widely 
differing state determined eligibility criteria, establish a 
health care benefit package emphasizing preventive and 
primary care especially for families and children, develop 
a prepaid capitated financing and delivery system and lo- 
cal models of service delivery which perform health edu- 
cation and promotion functions, provide information and 
referral services and link primary care physicians with 
necessary health related and non-health related services. 

The Continuing Care System would combine health care, 
social service and personal care needs of the functionally 
impaired elderly, disabled and mentally retarded. 

Some of the key elements would be: 

• Federal-state financing with federal dollars provided to 
states through an Indexed capitation grant to a desig- 
nated state agency, 

• States would assume full responsibility for providing all 
needed care to the two major service populations: 1) the 
functionally impaired elderly and disabled; 2) the men- 
tally retarded and developmentally disabled. 

• Services included in the Continuing Care Program 
would be: needs assessment, case management, infor- 
mation and referral, in-home and community services 
and long-term care in a nursing home or other residential 
facility. 

• Continuing care services would be delivered through 
local agencies. 

These recommendations were formulated to remedy 
some of the shortcomings of the present Medicaid sys- 
tem which does not meet the needs of personal care and 
social services of the elderly, disabled and mentally re- 
tarded and whose financing pattern has made It exceed- 
ingly difficult to develop flexible patterns of In-home and 
community services. 


(ie case management as envisioned in the Continuing 
0,re Program would be an important factor in reducing 
ij^titutional care and in helping to control costs. 

\ore detailed suggestions on administration and service 
^livery were developed including financing of continued 
^re and encouraging home care for persons with func- 
^na\ limitations by expanding tax credits to families who 
^ovide them. Expected costs of the two systems which 
ijuld replace the current Medicaid system were carefully 
[tidied and the conclusion drawn that there would be no 
lAjor new outlays. 


The National Study Group is now developing cost esti- 
mates and working with Congressional staff, and hopes 
that in the future a legislative proposal can be developed 
which would incorporate the strategies proposed in the 
study. 

Restructuring Medicaid: An Agenda for Change, the re- 
port of the Study Group, is available at $5 from: Center 
for the Study of Social Policy, 236 Massachusetts Ave- 
nue, N.E., Washington, DC 20002, (202) 546-5062. 


«lew Role for Matlonal Counctf 
7n the Handfcappeci 


He National Council on the Handicapped has received 
0W responsibilities under the Rehabilitation Amend- 
lents of 1984 (P.L. 98-221). The Amendments trans- 
>rmed the Council from an advisory body within the De- 
artment of Education to an independent agency. The 
itention is for the Council to function as a "think tank” 
>r issues that affect handicapped persons, to explore the 
lajor national issues of concern to disabled people, and 
> provide advice and recommendations to the Congress, 
le President, the Commissioner of the Rehabilitation 
lervices Administration, the Assistant Secretary for Spe- 
lai Education and Rehabilitative Services, and the Di- 
actor of the National Institute of Handicapped Research 
Ml HR). 

.ccording to P.L, 98-221, the duties of the Council are 
>: 

) establish policies for and review the operation of 
1 1 HR— Section 401(a)(1). 

) continually review and evaluate all policies, programs 
nd activities concerning handicapped persons which are 
onducted or assisted by federal funds (such as the Edu- 
ation of the Handicapped Act, the Rehabilitation Act, 
nd the Developmental Disabilities Act) and assess the 
ffectlveness of the policies, programs, and 
ctivities — Section 401 (a)(4). 

) recommend ways to Improve research and the admin- 
itration of services for handicapped Individuals, to Im- 
rove the methods of collecting and disseminating re- 
aarch findings, and to facilitate the implementation of 
rograms based on such findings— Section 401(a)(5). 


4) submit an annual report on March 31 to the Congress 
and the President — Section 401(a)(6). 

5) provide advice, recommendations and additional Infor- 
mation to Congress — Section 401(a)(7). 

6) review all statutes pertaining to federal programs 
which assist handicapped persons — Section 401(b)(1). 

7) make a list of federal programs indicating the number 
of handicapped persons assisted by such programs and 
the cost of those programs — Section 401(b)(2). 

8) assess the extent to which such programs provide in- 
centives or disincentives to the establishment of commu- 
nity based services, promote full integration of handi- 
capped persons and contribute to the independence and 
dignity of such individuals — Section 401(b)(3). 

9) recommend to the President and Congress legislative 
proposals for Increasing incentives and eliminating 
disincentives in federal programs based on the assess- 
ment above — Section 401(b)(4). 

10) approve standards developed by the Rehabilitation 
Services Administration for Projects with Industry (within 
90 days after receiving them) by a majority vote at a reg- 
ularly scheduled meeting (standards must be published 
by February 1, 1985)— Section 621(d)(4). 

1 1 ) approve standards developed by RSA for Centers for 
Independent Living (within 90 days after receiving them) 
by a majority vote at a regularly scheduled meeting 
(standards must be published by February 1, 
1985)— Section 711(e)(4). 


The duties listed under 5-1 1 above are new duties as- 
signed to the Council under P.L 98-221. 
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Parents have long been recognized as one of the most 
valuable resources for the education of their handi- 
capped children. Now, when a record number of disabled 
students are graduating from high school, parents need 
to focus on the next big steps- independence and inte- 
gration info the world of work. 

To give a helping hand, parent leaders from across the 
nation were invited to a conference cohosted by three 
units of the Office of Special Education and Rehabilitative 
Services (OSERS): External Affairs, the Rehabilitation 
Services Administration, and Special Education Pro- 
grams: and by the Federation of Children with Special 
Needs. The conference was aimed at informing parents 
on the current issues and potential of the vocational re- 
habilitation system, how It differs from special education, 
differences and similarities of how states administer vo- 
cational rehabilitation services, and what other types of 
assistance are in place to help young people in the tran- 
sition from school to work. 

Parents were given the charge to react to the presenta- 
tions and to Identify needed changes in order to make the 
service delivery system more responsive to the employ- 
ment needs of disabled youth. 

Parents strongly recommend legislation requiring special 
education, vocational education and vocational rehabili- 
tation agencies to enter into interagency agreements in 
order to facilitate coordination and cooperation. They 
would like to see vocational rehabilitation counselors par- 
ticipate in goal-setting for prevocational skills in the Indi- 
vidual Education Plan now in use in school systems for 
disabled students. They articulated their concern for 
mentally ill young people who are the most underserved 
and for the institutionalized who afso need more and bet- 
ter services. 

Hopes were voiced that the Job Training Partnership Pro- 
gram will be more accessible and more useful for young 
handicapped people than its predecessor, the CETA 
program. 

A follow-up system for all clients of services was recom- 
mended and so was an adult-find system to Identify per- 
sons who appear to fall between the cracks and receive 
no services at all. Some recommendations focused on 
changes in the present vocational rehabilitation set-up 
such as Improved training for personnel, better pay to at- 
tract talented people, job training tied to changing labor 
market demands, and adoption of the concept that train- 
ing Is a lifelong process for everyone and re-entering the 
system would be facilitated. Sheltered workshops should 
only be used for transition to other types of employment 
and not as a final destination. 

Finally the parents urged that newly supported work pro- 
gram models— a priority of OSERS— be worked out and 
that a continuum of parent training programs be funded 
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and provided. The conference made it very apparent that 
the challenges for the parent networks around the coun- 
try are many and demanding, but that there could not be 
a more willing and eager group of people to take them 
on. 

These parent leaders went home to their stales and lo- 
calities with a host of new ideas, new knowledge about 
strengths and weaknesses of the existing delivery sys- 
tem, and how to work for improvement m their own 
communities. 

A report on the meeting is available from: External Af- 
fairs, OSERS, Room 3132 Switzer Building, Washington, 
DC 20202. 

OSERS to Fight Illiteracy 
Among Disabled 


Illiteracy in our highly complex society is a true “handi- 
cap" hampering a person's quest for work, embarrassing 
him socially and shutting him off from many pleasures. 
Compound this handicap with a mental or physical im- 
pairment and the situation becomes really tragic 

While the nation Is gearing up to assauft the illiteracy 
problem, a special effort is underway in the Department 
of Education to focus on the plight of illiterate disabled 
persons and to mobilize help. In February 1984 a meet- 
ing was convened with representatives of organizations 
by and for handicapped people, of volunteer groups in- 
volved in literacy projects, and professional educational 
associations to plan for a Disability Networking Confer- 
ence to be held June 13-15 in Washington, D.C. This 
conference will set the stage and bring into motion a col- 
laborative effort among organizations traditionally de- 
voted to the welfare of disabled people, of groups which 
offer volunteer assistance to overcome illiteracy, and of 
special education professionals who can share experi- 
ences on how to best work with people of various 
disabilities. 

The conference has an ambitious agenda and much 
knowledge of what is and is not available in adult literacy 
teaching will be brought together. It will address what is 
needed In terms of funding, accessibility of services to 
disabled people, and research and development. Model 
programs will be presented and new education technol- 
ogy such as computers and their applicability to teaching 
adults to read and write will be discussed. The final 
charge to the conference is to develop a plan for imple- 
mentation of the conference recommendations. 

Conference participants will hear from the Business 
Council for Effective Literacy, Inc., a new organization 
set up with a $1 million grant from Harold McGraw, Jr., 
Chairman of McGraw-Hill, Inc., the giant publishing firm. 
The Council will mainly work through the corporate com- 
munity and will make research results, professional and 
technical assistance available to private sector 
resources. 


Another noteworthy contribution comes from B Dalton 
Bookseller with more than 700 stores nationwide. The $3 
million grant program wiii fund community programs. The 
goal is to recruit 50,000 adult volunteers, train and place 
them. 

The Disability Networking Project will give the disability 
field a chance to get acquainted with these activities and 
to see to it that many disabled people are among the 
beneficiaries, 



In January, members of TASH: The Association for Per- 
sons with Severe Handicaps, met with a group of media 
experts to begin a National Media Watch. The initiation of 
the venture came In response to Jhe TASH Executive 
Board's decision to address the issue of what messages 
the world is receiving about persons with handicaps. 

Two major thrusts of the Media Watch were proposed by 
Addle Comegys of TASH: first, the need to translate pro- 
fessional, technical material into lay language for popular 
journals; and second, the need to set up a network for 
quick response to the media on any negative images or 
other misrepresentations that are projected about per- 
sons with severe handicaps. An important aspect of this 
would involve keeping track of situations involving 
abuses in Institutions and reacting to them to effect 
change. 

Among the first activities of the Media Watch included: 

® Communicating with Penguin Books of New York to 
recommend that the book Annie's Coming Out (Penguin, 
Australia, 1981) be distributed in the United States. This 
book tells the extraordinary story of Anne McDonald who 
left an institution after 16 years to live with her teacher, 

• Beginning a collection of names oPthose involved in the 
media who have contributed or are willing to contribute to 
the effort of presenting to the public, In understandable 
lay language, pertinent information about severe handi- 
caps and about individuals who have severe disabilities 
and live in the community. Send names of journalists to 
TASH. 

• Encouraging TASH members to send any articles, in- 
formation gathered from TV or other reports of instances 
of abuse In residential facilities to Bob Perske (an espe- 
cially strong advocate for mentally retarded persons) at 
159 Hollow Tree Road, Darien, CT 06820, (203) 
655-4135. 

• Planning that a panel of media experts will speak at the 
1984 TASH Conference (to be held in Chicago, Novem- 
ber 8-10, 1984) on ways to influence the media to pro- 
vide accurate Information about individuals who have se- 
vere handicaps. 

TASH members and friends are encouraged to contribute 
Ideas for future Media Watch activities to: TASH, 7010 
Roosevelt Way N.E., Seattle, WA 98115, (206) 623-8446. 



An Individual Justice Plan (UP) based on the conceptual 
model of other individualized plans has been introduced 
in Nebraska as part of a "Special Offender Project.” 

Crime and Community, Inc. (CCI) of Lincoln, Nebraska 
and the State Department of Corrections were jointly 
funded by the Nebraska State Office on Developmental 
Disabilities (ODD) and the Edna McConnell Clark Foun- 
dation to "develop a comprehensive, community-based 
response to Illegal, offending behavior exhibited by 
developmentaliy disabled persons who have no historical 
pattern of violent offenses." The model Is designed to fa- 
cilitate interagency cooperation among the criminal jus- 
tice, advocacy and DD service systems, thereby building 
the capacity of communities to deal with disabled offend- 
ers from pre-arrest through post parole. 

A team of professionals and others involved with the indi- 
vidual are brought together to develop an UP to enable 
the person to remain in the community with appropriate 
support and supervision. Typically a team might include 
an advocate, a representative of the Department of Voca- 
tional Rehabilitation, a teacher, a group home counselor, 
a case manager and the offender. 

CCI also conducts programs aimed at prevention of 
crimes by DD individuals. One strategy used is to teach 
police officers how to identify and Interact with disabled 
persons through visits to group homes. At-risk individuals 
are identified and preventive UPs are then developed. 

For further information and a copy of the Special Of- 
fender Project Training Manuai, at $5.25 postpaid, write: 
Jean Morton, Project Coordinator, 129 N. 10th Street, 
Lincoln, NE 68502. 


The New York State Department of Correctional Services 
has received a grant from the National Institute of Cor- 
rections to study the needs of mentally retarded and 
mentally ill inmates. The project is developing a compre- 
hensive guide for managers of programs for mentally 
retarded/mentally ill inmates, with emphasis on five 
areas: an analysis of recent court decisions affecting 
such inmates and the facilities which serve them; a re- 
view of related professional standards; a national survey 
to determine the number of mentally retarded/mentaily ill 
inmates and their special program needs; the develop- 
ment of model state legislation and sentencing policy; 
and the formulation of overall state correctional policies 
and procedures related to mentally retarded/mentally ill 
persons. 

For more information, contact: Frank Tracy, Director, 
Program Planning, Research and Evaluation, Depart- 
ment of Correctional Services, State Campus, Bldg. #2, 
Albany, NY 12226. 
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By Richard P Melia, Ph D 


“If you have a population that you want to employ, then 
you redesign the job to get that group working.” This pro- 
found statement was made by Sue Lerner of the Edison 
Electric Institute at the National Conference on Voca- 
tional Education and Training Policy for Today and To- 
morrow, held in Washington, D.C. March 15-16. The 
emerging theme of the conference was that problems 
must be approached in a way that is solution oriented. 

The conference was sponsored by the National Advisory 
Council on Vocational Education, the National Center for 
Research in Vocational Education, the National Commis- 
sion for Employment Policy, and the Office of Vocational 
and Adult Education, U.S. Department of Education. 

A number of conference presentations and audience re- 
actions had relevance to career preparation, career initi- 
ation, and career enhancement for handicapped people. 
Ms. Lerner noted the importance of examining the Impact 
of the changing demographics of our population (aging 
population, smaller households and Increase in upper in- 
come populations) on vocational choices and opportuni- 
ties, She challenged participants to ask: “How do you de- 
fine work?” This is an important question for as more and 
more Individuals with severe functional impairments are 
“aging out” of educational programs, the challenge is to 
provide transition to jobs structured with necessary sup- 
ports at the workplace. 

The solution oriented approach to problem solving was 
evident in other ways at the conference. Dr. Robert 
Tayior, Executive Director, National Center for Research 
in Vocational Education, spoke on “differential aspects of 
trends.” He noted that “flexibility” and "responsiveness” 
are code words which will need to characterize our 
rethinking of “work." He cited the need to examine life- 
long learning methods and self-directed learning 
techniques— for all citizens, not just for a technological 
elite. It should be noted that research activity at Dr.’ 
Taylor's Center is making a significant contribution. A re- 
cent study published by the Center, for example, has ma- 
jor Implications of how .handicapped youth are counseled 
and advised on career choices. 


For handicapped people, although Krumboltz did not ad- 
dress this aspect in his monograph, the problem could 
possibly be compounded by privately held beliefs by 
some individuals, e.g., teachers, advisors, employers or 
possible mentors, that an impairment might keep the per- 
son from performing a job. In this connection, the Ameri- 
can Association for the Advancement of Science's “ac- 
cess to science" efforts have demonstrated positive 
strategies to let students and employers see, under con- 
ditions of flexibility and enrichment in real life situations, 
how people can be performers. 

William P. MacKinnon, Vice President, General Motors 
Corporation, also stressed flexibility and responsiveness 
In discussing how GM organizational shifts and changes 
In product lines have changed the work place and the 
work force. Similar career planning for handicapped peo- 
ple at the various stages in the vocational development is 
also crucial. 

While the conference did not focus specifically on handi- 
capped workers, Information exchanged can be incorpo- 
rated into training policies and career planning for work- 
ers with disabilities as well. 

For further information, contact; National Advisory Coun- 
cil on Vocational Education, 425 13th Street, N.W., Suite 
412, Washington, DC 20004, or: Dr. Morgan Lewis, The 
National Center for Research in Vocational Education, 
Ohio State University, 1960 Kenny Road, Columbus, OH 
43210. 

The study, Private Rules In Career Decision Making by 
John D. Krumboltz, Is an analysis of how generalizations, 
thoughts, cognitions, beliefs, and skills developed from 
different experiences are key internal processes which 
become controlling factors for many individuals in their 
decision making. As a result of negative privately held 
beliefs Individuals may fail to see a problem, fail to try to 
solve it, rule out a possible solution, choose the wrong al- 
ternative for an inappropriate reason, and possibly suffer 
anxiety over their inability to reach a desired goal. 



The Department of Justice has obtained its first consent 
decree under the Civil Rights of Institutionaiized Persons 
Act (CRIPA) of 1980. CRIPA, although creating no new 
substantive rights, gives the Attorney General authority 
for the first time to take legal action to remedy unconsti- 
tutional conditions in state and local prisons, mental hos- 
pitals, institutions for mentally retarded persons, juvenile 
facilities, and nursing homes. 

While the consent decree, entered January 18, 1984, in 
U.S. District Court in Grand Rapids, Michigan, involves 
conditions of confinement in Michigan’s three state pris- 
ons, a number of the 42 investigations opened under the 
1980 law involve facilities for mentally retarded or men- 
tally ill individuals. 

Findings generally show severely overcrowded condi- 
tions, fire and safety hazards, poor environmental and 
sanitary conditions, and inadequate provisions for medi- 
cal and mental health care. More specifically, officials 
also found that mentally III and mentally retarded resi- 
dents are sometimes over-medicated, improperly re- 
strained and secluded, inadequately supervised, and 
subjected to physical abuse and neglect. 

Institutions that are found to be systematically depriving 
individuals of constitutional or Federal statutory rights 
must be notified of the deficiencies and the minimum 
steps required to remedy them. Under CRIPA, every ef- 
fort must then be made to encourage state or local offi- 
cials to correct the deficiencies voluntarily through a 
process of mediation, negotiation and conciliation, with 
technical assistance from DOJ attorneys and expert con- 
sultants if needed. 

Deficiencies have been corrected In many instances with- 
out resort to the Attorney General’s authority to initiate 
court proceedings under CRIPA, For example, Illinois 
State officials have closed the Dixon Developmental Cen- 
ter for mentally retarded persons, and all patients from 
the Manteno Mental Health Center for mentally ill individ- 
uals will be transferred to constitutionally adequate facili- 
ties before its closing in 1986. Louisiana State officials 
have removed patients from several buildings at the 
Louisiana State Hospital for mentally III persons and have 
agreed to improve care and conditions at the remaining 
buildings. Florida State officials have adopted a master 
plan to remedy constitutional deficiencies at South 
Florida State Hospital, a mental health facility. 

In other instances, state officials have agreed to renovate 
or construct new buildings to improve the physical plant 
of the institutions investigated. Other officials, such as 
those in Maryland responsible for Rosewood, a facility for 
mentally retarded persons, have committed themselves 
to reducing their patient population by placing residents, 
where appropriate, in alternative community based 
programs. 


Where necessary, the Department has used its authority 
under CRIPA to intervene in private court proceedings 
such as Davis v Henderson, challenging the constitu- 
tionality of conditions of confinement at a Jackson, 
Louisiana facility that housed more than three hundred 
persons found either incompetent to stand trial or not 
guilty by reason of insanity. After attempted cooperative 
conciliation, a consent decree was obtained requiring 
compliance with state and Federal standards governing 
hospitals and health care facilities The court noted that 
adherence to these standards, policies, and statutes 
would help to ensure that the patients receive humane, 
high quality mental health treatment and care 

As required under CRIPA, the Department of Justice will 
continue its attempts to avoid prolonged litigation, to pro- 
mote a spirit of cooperative conciliation, and to resolve 
constitutional violations as expeditiously as possible. 


Residential Facilities 
For MR Surveyed 


The Center for Residential and Community Services of 
the University of Minnesota has reported the preliminary 
findings of Its 1982 census of residential facilities for the 
mentally retarded. The research was supported by a 
grant from the Health Care Financing Administration, De- 
partment of Health and Human Services. 

For the purpose of the survey, the term "facility" Included 
any living quarters providing 24 hour, 7 days a week re- 
sponsibility for room, board and supervision of mentally 
retarded people with the exception of family homes pro- 
viding services to a relative, nursing homes, boarding 
homes and foster homes that are not state licensed or 
contracted as mental retardation service providers, and 
independent living (apartment) programs which have no 
staff residing in the same facility. 

According to the census, as of June 1982, 243,669 men- 
tally retarded individuals lived In 15,633 facilities and 
specialized foster homes. Sixty-two percent of the facili- 
ties were operated by proprietary organizations and pro- 
vided services to 24% of the residents; 31 %, accommo- 
dating 23% of the residents, were operated by non-profit 
organizations; 83.6% indicated that they were members 
of a system, that is, in a group of facilities operated by 
the same individual or organization. 

The total number of mentally retarded residents in pri- 
vately operated facilities ranged from one to 710. Half of 
these facilities had four or fewer residents. Only 5% of 
privately operated facilities served more than 20 resi- 
dents. In publicly operated facilities the number of resi- 
dents served ranged from one to 1896. Approximately 
83% of mentally retarded persons residing In publicly op- 
erated facilities lived in residences accommodating more 
than 250 individuals. Three percent of these facilities 
served 10 or fewer residents. 
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other findings include 55,5% of all residents were 
males, 44.5% females; approximately 25% were under 
22 years of age, 40% of the total population was charac- 
terized as borderline, mildly or moderately retarded while 
60% were reported as severely or profoundly retarded, A 
higher percentage of residents in public facilities were 
classified as severely or profoundly retarded 

More comprehensive reports on the 1982 census inciud- 
ing anaiysis of trends in residential services since 1977 
when the first census was undertaken wiii be published 
by the Center for Residential and Community Services, 
University of Minnesota, 207 Pattee Haii, 150 Piiisbury 
Drive, S,E,, Minneapoiis, MN 55455, 


Revised Criminal Justice 
Mental Health Standards 


Criminal justice agencies and institutions have to deal 
daily with people who are mentally ill or mentally re- 
tarded. Members of the legal and mental health profes- 
sions have been grappling with these cases for a long 
time. But the alliance between psyChiatry and the law has 
been an uneasy one. The law teaches its practitioners to 
be judgemental: psychiatrists, psychologists and other 
mental health professionals tend to “explain” behavior 
rather than “biaming” it The role and function of mental 
health in criminal justice has not been clearly defined, 
and "legal insanity” has been a topic of hot contention 
among scholars and the public alike. 

The American Bar Association (ABA), recognizing that 
the subject of mental health issues in criminal law has not 
received adequate attention in its Standards for Criminal 
Justice, launched in 1981 its Criminal Justice Mental 
Health Standards Project with the help of a million dollar 
grant from the MacArthur Foundation. The project was 
aware that its subject matter was interdisciplinary in char- 
acter, and from the beginning involved mental health and 
legal practitioners and established formal liaisons with a 
host of non-legal professional organizations such as the 
American Psychiatric Association, American Psychologi- 
cal Association, American Orthopsychiatric Association, 
and National Sheriffs’ Association, and drew on the sup- 
port and expertise of the National Mental Health Associa- 
tion and the National Alliance for the Mentally III. 

The fruit of the labor of the project has become available 
in the form of a first draft of Criminal Justice Mental 
Health Standards. These standards have not yet been 
approved by the House of Delegates or Board of Gover- 
nors and therefore do not constitute the policy of ABA, 
but the 91 individual but related standards tell where the 
ABA is heading. They cover the entire gamut of mental 
health issues: 

• Mental Health, Mental Retardation and Criminal Jus- 
tice: General Professional Obligations 

• Police and Custodial Roles 
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® Pretrial Evaluation and Expert Testimony 
® Competence to Stand Trial 
® Competence on Other Issues 
» Nonresponsibility for Crime 
® Civil Commitment of Insanity Acquittees 
® Special Dispositional Statutes 

• Sentencing Mentally III and Mentally Retarded 
Offenders 

® Mentally III and Mentally Retarded Prisoners 

The chapters address in very specific terms where better 
inter-profession communication could contribute towards 
improved understanding and performance. The project 
dealt with the frequent inadequacies of existing mental 
examinations and points toward better use of mental 
health sciences and professions 

The ABA welcomes comments on these draft standards. 
Copies of the First Tentative Draft. Criminal Justice Men- 
tal Health Standards are available free while supplies 
last from; Director, Criminal Justice Mental Health Stand- 
ards Project, American Bar Association, 1800 M Street, 
N,W., Washington, DC 20036. 


Community Based 
Rehabilitation Services 


Community based rehabilitation services is a concept de- 
veloped and propagated by the World Health Organiza- 
tion (WHO) as part of its drive towards “health for all by 
the year 2000,” It is a very timely concept not only for 
Third World Countries suffering from lack of rehabilitation 
facilities, trained personnel and funds, but also for devel- 
oped industrialized countries where disenchantment with 
institutions as warehouses for disabled persons is 
growing and seif-help and self-determination groups 
among the disabled population are striving for community 
based solutions to problems. 

Applicability of community based rehabilitation services 
to the U.S. was explored during a seminar cosponsored 
by the World Rehabilitation Fund and the National Insti- 
tute of Handicapped Research held in Washington, D.C. 
on March 28-30. The basis for discussion was a mono- 
graph developed by Dr. Antonio Periquet, a fellow of the 
International Exchange of Experts and Information Pro- 
gram of the World Rehabilitation Fund, in which he docu- 
mented the implementation of the WHO project in 
Bacolod, a community on one of the Islands of his native 
country, the Philippines. 

Community based rehabilitation services as blueprinted 
by WHO is a three tier primary health care approach for 
disability prevention and rehabilitation which envisions 
trained community volunteers as the first care-givers, an 
intermediate support level where doctors, nurses and 
other auxiliary personnel are available, and a specialized 
service leWl providing medical and vocational rehabilita- 
tion by trained personnel for the most difficult cases. 


While many developing countries have a modicum of 
speciaiized services available at least in their capitals or 
urban areas, the intermediate and community based re- 
habilitation services need to be developed. 

Dr. Periquet’s project started at the community level. 
Community volunteer workers, called "local supervisors," 
were recruited and trained with the help of a WHO devel- 
oped manual and training packages, Technical expertise 
came from the Department of Rehabilitative Medicine of 
the University of the Philippines which helped with the re- 
vision of the WHO manual and with evaluation of pa- 
tients, Government and non-government agencies made 
resources available and accepted referrals from the local 
supervisors for educational, employment training, and so- 
cial welfare services among others. 

When asked about the community volunteer workers and 
potential problems in keeping them involved, Dr. Periquet 
pointed out that they received token gifts but that their 
most important reward was the increased status they en- 
joyed in the community since they have taken on this job 
The pilot program conducted in Bacolod proved that the 
provision of simple, low-cost rehabilitation services in ru- 
ral areas is indeed possible. Lessons for future imple- 
mentations include that strong community involvement 
and backing by local governments are absolutely essen- 
tial and that integration of community based rehabilitation 
services into existing programs such as community de- 
velopment or primary health care programs would 
strengthen chances for success. 

Participants in the seminar were rehabilitation profes- 
sionals based in the U.S., and people who operate pro- 
grams in the Caribbean, Mexico, and the Southern Hemi- 
sphere. Successful involvement of parents of 
handicapped children who were taught to help other par- 
ents with their disabled youngsters was reported from 
Kingston, Jamaica. Handicapped villagers learned to 
make simple prosthetics through Project Projimo in 
Mexico (see "New Publications”). 

Since the U.S. rehabilitation delivery system is largely 
institution-based the discussion revolved around strate- 
gies to interface a community based rehabilitation ap- 
proach with the present system. One of the main advan- 
tages of community based rehabilitation services 
appears to be the opportunity to involve disabled persons 
and their families much more In the rehabilitation proc- 
ess, to develop disabled leadership for local services, 
and to provide training for "upward mobility” to handi- 
capped individuals. 

While in the Third World countries community based re- 
habilitation services are dictated by economic necessity 
and the harsh realities of existence, they present an op- 
portunity In the Industrialized world to return some very 
basic human values to our society by mobilizing families, 
neighbors and volunteers to recognize the needs of their 
fellow disabled citizens and respond to them. The mono- 
graph on community based rehabilitation services by Mr. 
Periquet will be available from The World Rehabilitation 
Fund, 400 East 43rd Street, New York, NY 10016, (212) 
679-2934. 



Challenges of Emerging Leadership' Community Based 
Independent Living Programs and the Disability Rights 
Movement is a new report based on a five-day intensive 
"Independent Living: Leadership Strategies" conference 
held in August 1982. The conference was supported by a 
grant from the Charles Stewart Mott Foundation and was 
attended by 21 leaders in the independent living and dis- 
ability rights movement 

The report reaffirms the philosophy of independent living 
by spelling out its basic principles, emphasizes the im- 
portance of the role of the independent living movement 
for the disability rights movement, identifies problems 
facing the movement, and makes recommendations of 
what needs to be done to ensure a healthy future for in- 
dependent living centers (ILCs). 

Three basic principles constitute the philosophy of the in- 
dependent living movement: 

® disabled persons design and run their own programs; 

® programs are community based and community 
responsive; 

« programs provide services and undertake advocacy for 
change in the broader community, 

A major problem in translating this philosophy into pro- 
grams, budgets, and organizational structure identified in 
the report is that these activities must be acceptable to 
the Federal government which provides 60 percent of the 
expenditures of independent living centers under Title Vll 
of the Rehabilitation Act Amendments of 1978. According 
to the report rehabilitation professionals in the state 
agencies have seen independent living as an alternative 
form of services for disabled Individuals for whom em- 
ployment is not a feasible objective. Independent living 
center program directors say that independent living en- 
compasses employment, but only as one of the ways an 
individual can achieve independence. Tension has also 
been caused because a wide range of program models 
have sprung up under the rehabilitation system which are 
not run and directed by disabled people and do not in- 
clude community advocacy. 

The Independent Living Leadership Strategy conference 
looked at these conflicts from a grassroots perspective 
and attempted to propose solutions that will assist the 
community based movement and enhance the rights of 
disabled people. 

Almost total dependence of the ILCs on Federal funding 
creates control problems and uncertainty since Federal 
funding is not usually long-term. Existing centers have to 
compete with newly created centers for scarce funds, Di- 
versification of funding is necessary but limited by a host 
of barriers such as the image of disabled people as "de- 
serving poor,” dependent and helpless among the fund- 
raising world, the inexperience of program directors in 
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the art of fund-raising, and boards of directors of iLCs 
which iack community ciout and connections 

A second issue identified by the conference participants 
IS ieadership deveiopment and direction Disabled 
leaders must deveiop their own resource base and power 
structures to maintain the integrity of their programs and 
goals Thirdiy, assistance is needed in organizationai de- 
velopment and management skills on the parts of the di- 
rectors and staff of ILCs Finally, since independent living 
programs are both service providers and catalysts for 
community change, ability to educate the community and 
to build strong relationships of support are seen as 
critical 

The recommendations made by the conference partici- 
pants are a challenge to existing ILCs and to the disabil- 
ity movement They include: 

• Creation of an assistance network among ILCs to pro- 
vide peer support, share successful solutions, generate 
packages which address common managerial problems 
such as accounting for non-profits and job descriptions, 


and develop representation of ILCs for media, founda- 
tions, corporate funding sources, policy-makers and com- 
munity people 

® Develop a capacity within the independent living/civil 
rights movement to carry out long term planning and pol- 
icy development and undergird these activities with ap- 
plied research. 

» Assist the disabled community as a whole to meet its 
goals of social, economic and political participation in the 
broader community. 

The report highlights eloquently the aspiration of disabled 
people to achieve independence, rely on self-support, 
advocacy and self-determination, and emphasizes the 
role of the independent living movement in achieving 
these goals. 

Challenges of Emerging Leadership. Community based 
Independent Living Programs and the Disability Rights 
Movement is available at $5.95 postpaid from, Publica- 
tions Director, The Institute for Educational Leadership, 
1001 Connecticut Avenue, Suite 310, Washington, DC 
20036, (202) 822-8405. 


Monitoring the Deveiopment of At-Risk Infants 


(The following excerpts are from a report by Diane 
Briefer, Ph D , Ann Marie Jusezyk and Linda Mounts on 
a study of a low'cost system to monitor the development 
of at-risk infants at the University of Oregon, Center on 
Human Development The study was supported by a 
grant from the National institute of Handicapped 
Research.) 

Detection and intervention efforts have been broadened 
in the 1980’s to include increasingly younger handi- 
capped children, and infants at risk due to medical or en- 
vironmental reasons. The motivation for these trends ap- 
pears to arise, in part, from a belief shared by many 
researchers, practitioners and parents that early inter- 
vention can be beneficial for handicapped infants and in- 
fants at risk of developing problems which will interfere 
with their subsequent growth. 

A basic requirement for early intervention is that tests or 
procedures be made available that can accurately iden- 
tify those infants who will require intervention and those 
who will eventually outgrow their problems without Inter- 
vention. To overlook infants who have problems that ei- 
ther persist or become more serious as they grow older is 
costly and ultimately wasteful both to the family and to 
society. 

Although severe handicapping conditions in infants are 
usually recognized within a few weeks after birth, mild to 
moderate problems can often go undetected by parents 
during the first years of life. Such conditions may also be 
overlooked by health professionals who are not always 
wefl-trained to recognize developmental problems, espe- 
cially during the first two years of life. On the other hand, 
many infants who have medical problems that require 
16 


special care soon after birth then develop normally with- 
out any further special attention. 

Many developmental centers around the country have 
professional personnel who are specifically trained to ex- 
amine and diagnose problems in infants. However, these 
assessments are too costly for routine screening of alt at- 
risk infants. The dilemma, then, is to be able to accu- 
rately identify Infants who will require some form of inter- 
vention in order to overcome their specific problems, 
accurately Identify infants who can be expected to out- 
grow their problems without intervention, and perform the 
assessments most economically. 

One possible solution to this problem would be to ask 
parents to assist in monitoring the development of their 
infants during the first two years of life. A number of re- 
search projects have reported success in such an en- 
deavor. However, some of the projects were limited In 
scope or not necessarily applicable to an at-risk popula- 
tion. Consequently, in 1980 the National Institute of 
Handicapped Research awarded a grant to the University 
of Oregon, Center on Human Development, to develop 
and determine the usefulness and cost of a system that 
would have parent assistance in monitoring the develop- 
ment of their at-risk infants over a period of time. 

A set of six questionnaires was designed to be completed 
by parents at four-month intervals for the first two years 
of their infants' lives. Each questionnaire contained ques- 
tions about the infant’s development with a chance to ex- 
press any special concerns, and were in a postpaid mail- 
back format. The questionnaires contained sections on 

(See At-Risk Infants, page 20) 



EHA Amendments 
include 0-3 Year Olds 


Children from birth to three years of age will be added to 
the age range of children who may receive special edu* 
cation and related services under the Education of the 
Handicapped Act (EHA) Incentive Grants program, ac- 
cording to a notice of proposed rulemaking published in 
the March 21, 1984, Federal Register 

The authorization for changing the age range of children 
served under Section 619 of EHA from three to five to 
birth through five was granted by P.L 98-199, the Edu- 
cation of the Handicapped Act Amendments of 1983 

Research studies of the past decade confirm that early 
identification, diagnosis and treatment of handicapping 
conditions can significantly reduce the number and se- 
verity of handicaps in later life. Early efforts to reduce the 
limiting effects that physical and cognitive impairments 
have on major life functions increase the potential bene- 
fits of the educational system. 

States may expand services to children from birth to age 
three at their discretion; Section 619 does not require 
services to this group. However, states that elect to serve 
such children will need to amend their approved applica- 
tions for Fiscal Years 1984-86. 


New Mexico Joins 
P.L. 94-142 


Governor Toney Anaya of New Mexico recently signed 
into law a bill ending the state’s historic opposition to ac- 
cepting federal grants for education of handicapped chil- 
dren. The new law requires the state education depart- 
ment to apply for federal money under the Education for 
All Handicapped Children Act (P.L 94-142) 

At Its March 2 meeting, the state board of education 
voted 9-1 to order the state education department to 
start drafting the plan to serve handicapped children 
which must be submitted to the U.S. Department of Edu- 
cation before the state can receive 94-142 funds. One 
board member felt the state legislature had overstepped 
Its authority by requiring state participation in 94-142. At 
the request of the board, the New Mexico attorney gener- 
al's office Issued a preliminary opinion on the constitu- 
tionality issue. The assistant attorney general said that 
“the legislature does have the authority to require the 
state’s participation under 94-142,“ giving the state spe- 
cial education department the right to draft the plan. 


Independent Living 
Programs Surveyed 


The Independent Living Research Utilization project at 
the Institute for Rehabilitation and Research in Houston, 
Texas, has recently conducted a major re-survey of inde- 
pendent living programs. A synthesis of survey findings 
will be included in future issues of ILRU INSIGHTS, the 
newsletter for those involved in the field of independent 
living. 

Returned survey information was also used to update 
their Directory of Independent Living Programs, a 
printout containing names, addresses, and telephone 
numbers of 279 programs providing independent living 
services across the country To obtain the Directory, 
send a check or money order for $8.50 to: ILRU, P.O 
Box 20095, Houston, TX 77225. 


Bowe Joins ATBCB 


Dr Frank Bowe, noted author of many books in the disa- 
bility field, has joined the staff of the Architectural and 
Transportation Barriers Compliance Board as communi- 
cation barriers specialist. Dr. Bowe will look into barriers 
encountered by blind and visually handicapped, deaf and 
hard of hearing, and deaf-blind individuals in public build- 
ings, public transportation and other public environments. 
With Dr. Bowe’s assistance the ATBCB will identify prob- 
lems and seek solutions. 

One study Dr. Bowe has already prepared is “Alarms and 
Alarm Systems: Audible, Visual, Specialized and Sen- 
sory, and Personal Signalling Systems," a technical pa- 
per on the state-of-the-art in alarms and alarm systems 
as technologies developed in recent years relate to per- 
sons with disabilities. Professionals in alarm technologies 
may order the paper from: A&TBCB, Office of Technical 
Services, 1010 Switzer Building, Washington, DC 20202, 
(202) 472-2700. 


Law Reporter Takes 
New Name 


The Mental Disability Law Reporter, published by the 
American Bar Association, has changed its name to the 
Mental and Physical Disability Law Reporter because it 
contains articles on important cases, decisions, laws, 
codes, regulations and other matters that impact on both 
mentaliy and physically disabled persons. The bimonthly 
publication, now in its eighth year, is available at $90 for 
individuals and $135 for agencies and institutions from: 
Mental and Physical Disability Law Reporter, ABA, 1 800 
M Street, N.W., Washington, DC 20036, (202) 331-2200. 
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Social Security 
Demonstration Project 


The Social Security Administration has announced a 
demonstration project for continuing Supplemenlai Secu- 
rity Income (SSi) benefits to certain disabled recipients 
who are working and for continuing Medicaid eligibiiity to 
certain disabled and blind recipients whose SSi benefits 
were discontinued because of earnings, The project, 
which was announced in the March 15 Federal Register, 
is for the period January 1, 1984 to December 31 , 1984, 

The purpose of this demonstration project is to obtain 
more data to decide whether permitting work by severely 
impaired recipients whiie continuing their SSI benefits 
and/or Medicaid eiigibiiity status is an incentive for these 
recipients to begin or continue with work. 

For additional information, contact, Mrs. Theresa 
Nowinski-Leiter, Office of Suppiemental Security Income, 
Social Security Administration, 3-R-2 Operations Buiid- 
ing, 6401 Security Boulevard, Baltimore, MD 21235, 
(301) 594-4387. 


“Exploring Your Brain” 


The Epilepsy Foundation of America (EFA) has received 
a $27,000 grant from Parke-Davis to disseminate its new 
computer program about the brain to secondary schooi 
science departments throughout the U.S. The grant will 
enable EFA to make the computer program cailed “Ex- 
ploring Your Brain" avaiiabie free to over 12,000 schools. 

"Exploring Your Brain" is a four-unit, computer-assisted 
instruction program which Includes information on the ge- 
ography and circuitry of the brain, function and 
maifunction, and the sociai response to brain 
malfunctions. Information on epilepsy is included in the 
program, which comes in the form of a floppy disc for use 
In Apple il computers. 

"This program Is not only a new use of new technology, it 
is also an entirely new approach to our basic goal of 
getting factual information about epilepsy to young peo- 
ple,” explained Nyrma Hernandez, deputy executive vice 
president for program services. "Most epilepsy education 
materials are designed to use In health education 
classes. 'Exploring Your Brain’ is a way to focus on the 
scientific basis of this disorder, and to de-mystify it 
through this emphasis." 

Information about the program and order forms have 
been sent to 2,000 schools and EFA affiliates, with an ex- 
tremely favorable response. 

For further information contact: Epilepsy Foundation of 
America, 4351 Garden City Drive, Landover, MD 20785. 
Telephone: (301) 459-3700. 


United States-lsrael 
Agreement Announced 


The United States and Israel recently announced a bilat- 
eral agreement of cooperation in social services and hu- 
man development, A Memorandum of Understanding was 
signed by Health and Human Services Secretary 
Margaret M. Heckler and endorsed by Aharon Uzan, Isra- 
eli Minister of Labour and Social Affairs. 

“This special new working relationship . . is an important 
step forward for both countries," Secretary Heckler said. 
“Exchanges of information . . . and experts ... are bound 
to help solve , . social welfare problems for people in 
both countries as well as people everywhere." 

The agreement, which will be in effect for five years, calls 
for cooperation in adoption of children with special 
needs; community and in-home services for functionally 
impaired populations; Innovative housing arrangements 
for the aged; intergenerational linkages; developmental 
disabilities; work-related and in-home day care; access to 
services by the handicapped; and the prevention of juve- 
nile delinquency and rehabilitation of juvenile offenders. 

Overall coordination for the United States will be the re- 
sponsibility of HHS's Office of Human Development Serv- 
ices and, for Israel, the Department of International Rela- 
tions of the Ministry of Labour and Social Affairs, 


New Deaf-Blind 
Communication Aid 


Telesensory Systems, Inc. (TSI), a world leader in the 
design and manufacture of sensory communication aids 
for visually impaired people, has announced the manu- 
facture of TeleBraille, a revolutionary communication 
system which could unlock communication with people 
who are both deaf and blind. A deaf-blind person who 
knows braille can learn to operate the TeleBraille system 
in a few minutes. The person “talks" by keying in his 
message on a braille keyboard and "listens" by reading a 
braille display consisting of several rows of pins that are 
mechanically raised and lowered to display 20 cells of 
braille. A sighted partner "talks" by keying his message 
on a typewriter keyboard built into a second unit con- 
nected by a cable to the braille unit. This second unit also 
contains a 32 character visual LED display and a tele- 
phone acoustic coupler. Information from either keyboard 
appears simultaneously on the visual and braille 
displays. The system Is battery operated and portable, 
and can also be used for communication over the tele- 
phone. For more information, contact: TSI, 455 North 
Bernardo Avenue, Mountain View, CA 94043-5274, 
(415) 960-0920. 






INDEPENDENT LIVING 


The Handicapped Funding Directory, 1984-85 edition, 
is now available. A major source of information for plan- 
ners and fund seekers, the Directory lists more than 600 
foundations, corporations, government agencies, and as- 
sociations which grant funds to institutions and agencies 
for programs and services for handicapped individuals. 
The Directory includes essays on grantsmanship, ad- 
dresses of State Agency directors, and a bibliography of 
grant funding publications A paperback copy of the Di- 
rectory is available at $18.95 postpaid from: Research 
Grant Guides, P.O. Box 357, Oceanside, NY 11572. 


REHABILITATION 


People interested In community based rehabilitation 
should take a good look at "Project Projimo,” a villager- 
run rehabilitation program for disabled children in West- 
ern Mexico. In this project, community rehabilitation 
workers— many of them disabled young people— provide 
simple orthopedic and rehabilitation services to disabled 
village children. They pick up their skills— not through 
formal education — but by informal training and on-the-job 
learning from professional therapists and orthotists who 
come for short-term visits to the project. The coping skills 
learned by being disabled themselves are enhanced by 
brief apprenticeships in various orthotic and prosthetic 
centers where they are trained in the production and re- 
pair of simple aids. Family members and other villagers 
are involved in many of the activities of the project. Hand- 
icapped and non-handicaped children play together in a 
playground made by village children, and popular theater 
is used to present simple skits about helping, about dis- 
abled people and about the rehabilitation work. A de- 
scription of how the project works, how it is funded, and 
what it has accomplished has been published in a richly 
illustrated booklet. Project Projimo, available at $5 from: 
Hesperian Foundation, Box 1693, Palo Alto, CA 94302. 


RESPITE CARE 


Respite Care Co-op Program Manual and Parent Res- 
pite Care Exchange Handbook are now available as a 
set. The program policies and procedure manual and the 
handbook for training parents in receiving and giving res- 
pite care, were developed by parents and professionals 
who organized a parent-operated respite care program. 
The Family and Children Services of Kalamazoo and the 
Kalamazoo Association for Retarded Citizens started the 
program under a grant from the Administration on Devel- 
opmental Disabilities. The 1983 publications are avail- 
able for $7.50 from: Family and Children Services, 1608 
Lake Street, Kalamazoo, Ml 49001. (616) 344-0202. In- 
formation on the respite care model itself is available 
from: Care Co-op Consultants, 2324 W. Main Street, 
Kalamazoo, Ml 49007, (616) 345-5338. 


independent Living and Policy Changes. Reflections on 
a Decade's Progress is a new publication of the Inde- 
pendent Living Research Utilization (ILRU) project in 
Texas. It identifies six key areas in which leading figures 
in the independent living movement of the last ten years 
called for substantial changes. It describes the changes 
that were recommended, and then assesses the extent to 
which these changes have been implemented. The six 
areas are: entitlement to rehabilitation services, transpor- 
tation, housing, employment opportunities, elimination of 
architectural barriers, and elimination of communication 
barriers, independent Living and Policy Changes is the 
fifth monograph in ILRU's "Issues in Independent Living" 
technical report series. To order, send your name, ad- 
dress, and a check or money order for $5 to: ILRU Proj- 
ect, P.O. Box 20095, Houston, TX 77225. Allow up to six 
weeks for delivery. 


LIBRARY SERVICES 


That All May Read: Library Service for the Bifnd and 
Physically Handicapped is a 518-page volume intended 
to provide students, professionals and others in the field 
with a practical guide to programs and resources. The 
book describes how a number of agencies, including the 
Library of Congress, have changed and expanded their 
programs apd developed standards over the years. A re- 
view of federal legislation evaluates the effectiveness of 
various laws designed to enhance the lives and educa- 
tional opportunities of visually and physically impaired in- 
dividuals. The book includes chapters on reader charac- 
teristics, reading aids and devices, state programs, the 
National Library Service network, school library and me- 
dia services, public libraries, training and research, and 
international activities. An extensive bibliography is in- 
cluded. The book is available without charge from: Publi- 
cation and Media Section, National Library Service for 
the Blind and Physically Handicapped, Library of Con- 
gress, Washington, DC 20542. 


AWARENESS 


Show Me No Mercy by Robert Perske is the story of a 
family with teenage twins, one of whom has Dowrii's Syn- 
drome. It centers upon the father and son who overcome 
almost impossible obstacles to be reunited and whose 
struggle touches the lives of an entire community. Perske 
has been a journalist and free-lance author of award- 
winning nonfiction, and now demonstrates his skill at 
weaving plot and characters into a fascinating human 
drama. This 144 page soft cover book is available at 
$7.95 from: Abingdon Press, 201 Eighth Avenue South, 
Nashville, TN 37202, (615) 749-6290. 
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EDUCATIONAL MATERIALS 


HEALTH INFORMATION 


The Sister Kenny Institute in Minnesota has published its 
Spring 1984 Educational Materials Catalog, a listing of 
books, films, vldeocassettes, slide/tapes, audiocassettes, 
slide/scripts and microcomputer courseware for health 
professionals The Institute is a comprehensive rehabili- 
tation hospital, a division of Abbott Northwestern Hospi- 
tal, It pioneers in innovative treatment techniques, disa- 
bility prevention, research and education, and the 
production and distribution of multi-media educational 
materials which assist disabled persons to reach optimal 
function and independence. The catalog is available 
from: Publications and Audiovisuals Office #E, Sister 
Kenny Institute, Abbott Northwestern Hospital, Inc, 800 
East 28th Street at Chicago Avenue, Minneapolis, MN 
55407, (612) 874-4175, 


A Spring 1984 Educational Materials catalog has been 
published by Applied Systems; Instruction Evaluation 
Publishing (ASIEP), a listing of computer software and 
materials for health professionals who are assessing, de- 
veloping educational plans and evaluating progress for 
autistic, severely handicapped or developmentally dis- 
abled students. The catalog is available from: ASIEP Ed- 
ucation Co , Dept. A4, 3216 N.E. 27th Avenue, Portland, 
OR 97212, (503) 281-4115, 


A revised and updated directory, Health information i 
sources in the Federal Government, has been pub>lis^ 
by the Office of Disease Prevention and Health pror 
tion, HHS. It has been expanded to encompass 11 3 
lected federal and federally sponsored health informal 
resources that the staff of the National Health Informal 
Clearinghouse have found useful in responding to hei 
inquiries. Each entry contains a description of the mi 
services and activities, any known limitations, € 
charges for services. Information about publications i 
access to data bases is included. While supplies 
single copies are available without charge by sendin 
self-addressed mailing label to: National Health Infori 
tion Clearinghouse, Dept. HI, P.O. Box 1133, Wash! 
ton, DC 20013-1133. 


High-Risk Infants 

(Continued from page 16) 


gross motor, fine motor, communication, social/personal 
and adaptive development. Staff cooperated with parents 
by telephone to encourage completion and return of the 
questionnaires. 

The system was designed to determine: 1) how well the 
parent-completed questionnaires agreed with assess- 
ments of the infants by trained examiners using a stand- 
ardized infant development test; 2) how well the parent 
completed questionnaires agreed with questionnaires 
completed by infant development specialists; and 3) the 
cost of using the questionnaire system. 

To answer the first question, assessments performed by 
trained examiners at four-month intervals using the 
Gesell Developmental Schedules were compared with 
the questionnaires returned by the parents. At the close 
of the test period, It was calculated that on the average 
83 percent of the parent evaluations agreed with the as- 
sessments of the examiners. 

The second question was answered by comparing the 
parent questionnaires with those completed by trained 
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professionals. In this comparison, it was determined 1 
the questionnaires filled out by 70 parents and by 
professionals were in agreement 90 percent of the tirr 

Question three was answered by determining the cost 
using the questionnaire system once it had been do 
oped. The costs for printing, telephone calls, stamps 
personnel came to approximately $15 for each family i 
received the complete set of six questionnaires. 

Data from this study and other investigations make o 
the dilemma inherent in screening programs for at-risl< 
fants, For various reasons, no system will always idor 
those infants who need intervention and those who 
not. However, it was encouraging to learn that most | 
ents can accurately monitor the development of their < 
infants, freeing professional resources to monitor 
others. Current data also suggested that 85 to 90 pore 
of the at-rlsk infants were found to be functioning wi 
the normal range by both parents and professionals, t 
requiring additional monitoring for only 10 to 15 pore 
of the infants. 

Another Important feature of this system was its cost, 
approximately $2.50 per questionnaire a community 
agency could employ this system which appears ab>|j( 
accurately Identify the majority of babies who are de( 
oping without problems and those who will require 
form of Intervention. ;• 




I A TITLC OF FUEILICATION 
Programs for t:hG IlancUcapped 

3 FREQUENCY OF ISSUE 

Bimonthly 


U S Postal Sotvico 

STATEMENT OF OWNERSHIP, MANAGEMENT AND CIRCULATION 

Rfqtiireti bv J9 US C S6S5I 


Ifl PUBtlCATlON NO 


2 DATE OF FILING 

2/23/84 


3A NO OF ISSUES PUBLISHED 3B ANNUAL SUBSCRIPTION 
ANNUALIY PRICE 

Six 50 


^ complete mailing ADDRESS OF KNOWN OFFICE OF'puBLICATION OO’, County. Sm^ end Z/p'ci^J/HNor prm,,rf) 

Handicapped, 

5 COMPLCte MAILING ADDRESS OF THE HEADQUARTERS OF GENERAL BUSINESS OFFICES OF THE PUBLISHER (Not printtr) 

Sninu 

0, FULL NAMES ANO COMPLETE MAILING ADDRESS OF PUflLISHER, EDITOR, AND MANAGING EDITOR (This item MUST NOT be blank) 
PUBLISHEFI (Name and Complete Malting lUUreis) 

ClenrincjhousG on the Handicapped, Office of Information and Resources for the Handicapped, 
IJ.S. Dept, of Lducation, Roo m 3132 Switzer Bldg., Washington, DC 20202 

EDITOR (Name and Complete Mailing Address) 

ilelga Roth, Clearinghouse on the Handicapped, U.S. Dept, of Education, Room 3132 Switzer 
Bldg. , Washington, DC 20202 

MANAGING EOltORVA/dwe and Complete Mailing Address) - 

None 


7 OWNER (!f owned by a Lorporarlon, its name and address must be stated and also immediately (hereunder the names and addresses of stockholders 
owning or holding I percent or more of total umuioK of stock tf not owned by a corporation, the names and addresses of the Indiiridual owners must 
be given Jf owned by a partnership or other unincorporated firm, its name and address, as welt as that of each individual /ni«f be given If the pubUca 
tion IS published by a iiunproflt organisation. Its name and addrest must be stated ) (Item must be completed ) 


FULL NAME 


COMPLETE MAILING ADDRESS 



B KNOWN BONDHOLDERS, MORTGAGEES, AND OTHER SECURITY HOLDERS OWNING OR HOLDING 1 PERCENT OR MORE OF TOTAL 
AMOUNT OF BONDS, MORTGAGES OR OTHER SECURITIES (If there are none, so state) 


FULL NAME 


COMPLETE MAILING ADDRESS 



9 FOR COMPLETION BY NONPROFIT ORGANIZATIONS AUTHORIZED TO MAIL AT SPECIAL RATES (Section 423 1 2 DMM only) 
Ttio iiurposo, function, and nonprofit status of this organiiation and tha exempt status for Federal Incoma tax purposes (Check one) 


HAS NOT CHANGED DURING 
PRECEDING 12 MONTHS 


HAS CHANGED DURING 
PRECEDING 12 MONTHS 


(If changed, publisher must submit explanation of 
change with this statement ) 


EXTENT AND NATURE OF CIRCULATION 


A, TOTAL NO COPIES (Net Press Run) 


B PAID CIRCULATION 

1 Sales through dealers ond carriers, street vendors ond counter soles 


2. Mall Subscription 


C TOTAL PAID CIRCULATION (Sumof lOBI and I0B2) 


0 FREE DISTRIBUTION BY MAIL, CARRIER OR OTHER MEANS 
SAMPLES, COMPLIMENTARY, AND OTHER FREE COPIES 


B TOTAL DISTRIBUTION (Sum ofCaiid D) 


F. COPIES NOT DISTRIBUTED 

1 , Office USB, left over, unaccourtted, spoiled after printing 


2, Return from News Agents 


G. TOTAL (Sunt of E, FI and 2 -should equal net press run s/ioivn in 4) 


AVERAGE NO. COPtES EACH ACTUAL NO COPIES OF SINGLE 
ISSUE DURING PRECEDING ISSUE PUBLISHED NEAREST TO 
12 MONTHS FILING DATE 



I certify that the statements made bv 
me above are correct and comnlete 


18,000 


SIGNATURE-ANO TITLE OF EDITOR, PUBLISHE 


'ffee 'iisiniciiitii on revena 




























